Global risk taking and decision making amongst live paired renal transplant patients by Baines, Lyndsay et al.




















Lyndsay S. Baines, Ph.D.
University of West London

Professor Vassilios Papalois
Imperial College Healthcare NHS Trust










   
                   

                             

















The proposed research project is designed to advance global scientific knowledge of decision making and risk taking amongst candidates for live paired renal transplants. The study will focus upon the transplant team, patient, donor and their social networks in the context of the decision making process, quality and decision readiness to proceed with live paired organs. More specifically, how the transplant team, recipients, donors and patient’s wider social networks communicate knowledge and the manner in which the experience of chronic illness (kidney failure) impacts upon the decision making process. 
     
We are particularly interested to study decision making and risk taking amongst minority groups (e.g. Black and Asian populations) who, according to the NHS Organ Donor Register, are three times as likely to need an organ transplant than their caucasian counterparts, but less likely to donate an organ. Also women, who are more likely to be organ donors and less likely to receive a donor organ, than their male counterparts.
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Participants will be --- recipients who have received paired renal transplants and recruited directly from the transplant unit.  Participating donors and recipients will be subjected 
to a semi-structured interview (compiled from a series of patient centred focus groups) and Social Network Statistical Analysis (SIENA), embedded in their work up for live paired transplants. Increased involvement in decision making and supportive social networks are expected to be directly correlated with increased access to the procedures and outcomes. 
     
The proposed research will capture patient’s decision making behavior, the impact of chronic illness upon decision making and risk taking behavior, provide much needed data to improve communication and educational initiatives aimed at both patients and the public regarding the benefits of live paired transplant and develop innovative interventions to improve communication between the transplant team, donor and recipient. It is suggested that this should result in improved recipient decision making, access to the procedure irrespective of race or gender and provide indications as how best to communicate these issues to the general public. 
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     Empirical evidence has suggested for some time that involving patients in healthcare decisions, directly impacts positively upon healthcare outcomes (1-2). Organ transplant, with its need to engage patients and their social networks in identifying a donor, does by its very nature lend itself well to this more inclusive, patient centred decision making approach. However, little is known about the patient-donor decision making process, or the effectiveness of communicating risk amongst live paired renal transplant patients. The proposed study aims to better understand the doctor, patient and donor decision making process, which is compounded by unknown risk and ethical issues, and how better to communicate risk, thereby making organ transplant more inclusive (particularly to minority groups and women), improving outcomes and reducing waiting time on the national donor register. 
     
Studies that have examined patient decision making pertaining to organ quality in liver 
transplantation, have suggested that it is challenging to communicate with patients regarding high risk transplants (3). This has been attributed in part by lack of knowledge as to how best to 
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communicate risk to patient and lack of insight into decision making processes and thoughts about high risk transplants.  

The limited availability of data pertaining to patient decision making amongst patients with chronic illness generally and organ transplant specifically, may be the tradition on the part of 
the majority of patients, to delegate decision making to the medical team. Approaches aimed at enhancing patient involvement have suggested the need for flexibility and accommodation to patient characteristics in terms of age, gender and educational attainment, in order to maximize the benefits of health outcomes (4,5,6).
     
Research pertaining to patient preference and decision making amongst the chronically ill, has suggested that a significant majority of patients (69%) preferred to leave their medical decisions to the medical team (3). The tendency for preferring an active role significantly decreased with 
age and actively increased with education. While patients who pursued active coping strategies pertaining to their illness as opposed to passive coping strategies, were more likely to take an 
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Method
     Due to limited prior knowledge about this subject, we employed a combined method approach consisting of a semi-structure interview (compiled utilizing data collected during patient centred focus groups) and SIENA capable of statistically analyzing social network data. Social networks are understood as entire (complete) networks, not as ego-centred networks. It is 
assumed that a set of nodes (social actors) is a given and that all ties (links between these social actors) are known. 
     From a qualitative perspective it provides the raw data for micro analysis of smaller constellations, alliances, allegiances and power dynamics. SIENA lends itself well to both 
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longitudinal data where power dynamics or nodal variables may change (e.g. as recipient and donors lives become more intertwined as a result of the transplant procedure) and cross sectional 
network (a one time observation) data.  
   
It is proposed that data collection will be performed with adult recipients and donors at a Hammersmith Hospital transplant clinic and who are already candidates for high risk or paired transplants. Patients would already have received an education about the transplant process and procedure from the transplant co-ordinator, before being worked up for the procedure. In addition, each recipient and donor would have had at least one individual appointment with a transplant surgeon to communicate risk of graft failure.
                 
Results
     Preliminary analysis will be performed to confirm scale reliability across patients and to ensure that characteristics of the measures do not violate statistical test assumptions. Additional, analysis will assess the influence of gender, age, disease severity, length of time on the transplant waiting list that are not the study’s primary foci. Where necessary, these variables will be 
                                  

                                 .

               Global, risk taking and decision making amongst live paired renal transplant patients  8







     It is proposed that the study will provide valuable insight into the process of decision making and risk taking between recipient and donor within the context of intelligence, perception of the world and their social networks. This knowledge will prove invaluable in aiding effective communication between the transplant team and patients being worked up for quality and paired transplants. The ensuing findings will also make important contributions to future work on developing validated patient education tools that will further assist the transplant team in such communication.
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When quality and paired transplant recipients enter the assessment and work up process, many patients find themselves for the first time engaging and becoming pro-active regarding decisions about the management of their disease. It is hypothesized that communication with the 
transplant team, social network dynamics, the patient's perception of risk and view of their illness (of which we know very little about), shapes the decision making process and perception of risk. 
     
Patient involvement in decision making has been shown to be important for many reasons. From an ethical standpoint, few would dispute that patients have the right to procedures that can significantly improve their quality of life (5). The transplant team routinely counsel patients as to 
risks and benefits of medications and procedures and therefore access to innovative treatments should be no different (4). Quite apart from the legal ramifications for transplant units that do not adequately inform patients (3). Further, patient involvement in decision making has been associated with improved survival (6) and improved medication compliance amongst renal transplant patients (7). 
     Finally, patients have indicated that they wish to assume an equal or dominant role in decision making in terms of high risk transplants (1), a feeling that this proposed study may well reinforce in the context of AOB and paired donor transplantation. Findings also suggested that patient decision making, in terms of high risk transplants, are significantly influenced by the communication process with the transplant team (1). While we would not be recommending that 
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donor recipient pairs simply be asked to decide on their own, we anticipate that our findings will suggest that patients want to be guided through the decision making process with, clear recommendations that they can either accept or reject.
     Early, tentative studies in this field have been limited by their tendency towards qualitative 
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